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Agenda
1. Who we are

2. History

3. Pre-pandemic: identifying the gaps

4. COVID-19 response: seeing the gaps

5. Forward together: addressing the gaps

6. Questions
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A Canadian 

Network



Who we are

Vision and mission
 Adults with intellectual and 

developmental disabilities have a right 
to primary care that meets their specific 
health and developmental needs

 Develop standards of care, resources,  
and partnerships to promote and 
improve the primary health care for 
adults with intellectual and 
developmental disabilities
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Knowledge translation
 Dynamic and iterative process 

that includes synthesis, 

dissemination, exchange and 

ethically sound application of 

knowledge

 Takes place within a complex 

system of interactions

 To improve health services and 

products, and strengthen the care 

system
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Knowledge translation

Knowledge translation

 Strategies to make science 

findings understandable to the 

knowledge user

Implementation

 Use of strategies that promote 

the adoption, integration, and 

scale up of evidence-based 

interventions and change practice 

within specific settings
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Dissemination

 Targeted distribution of 

information and intervention 

materials to a specific audience



Failing to use available science 
is costly and harmful; it leads to 
overuse of unhelpful care, under-
use of effective care, and errors 
in execution.
-Donald Berwick 
Institute for Healthcare Improvement, 2003

8



2006 2011 20182013 2016

Surrey Place Centre DD 
Primary Care Initiative

Surrey Place Centre DD Primary Care 
Program MOHLTC & MCSS Ontario
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Clinical tools, Surrey Place
& VanderBilt IDD toolkit

http://www.surreyplace.on.ca/resources-publications/primary-care/
http://www.surreyplace.on.ca/resources-publications/primary-care/
https://www.porticonetwork.ca/web/hcardd/home
http://www.surreyplace.on.ca/documents/Primary%20Care/Primary%20Care%20of%20Adults%20with%20Developmental%20Disabilities%20Canadian%20Consensus%20Guidelines.pdf
http://www.cfp.ca/content/52/11/1410.long
https://www.porticonetwork.ca/web/hcardd/program/atlas-on-primary-care
https://www.porticonetwork.ca/web/hcardd/kte/h-cardd-reports


History

10

Knowledge synthesis Knowledge inquiry & 
creation

Knowledge dissemination 
& implementation

2006-
2008

Consensus guidelines 

Primary Care Initiative
MedEd Training course

2011 Consensus guidelines 
update 1

Health Care Access 
Research & Developmental 
Disabilities (HCARDD)

Primary Care Toolkit   
CFPC DD committee

2013-
2014

Atlas of primary care for 
adults with DD

Family Medicine 
Curriculum; E-course MH

2016 -
2019

Primary Care Program Making the invisible visible
Gaps in service use
Implementation research

2018 Consensus guidelines
update 2

Azrieli Adult 
Neurodevelopmental 
Centre (CAMH)

Primary Care E-Toolkit 
update; Website
Education (ECHO)



PRE-PANDEMIC
Identifying the gaps



Guidelines
Empirical 

Experiential

Expert

Ecosystem
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Underuse of effective care
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Glenys Smith, Hélène Ouellette-Kuntz and Michael Green
Canadian Family Physician April 2019, 65 (Suppl 1) S53-S58;



Overuse of health services
 Nearly 2x more likely to have at least one return visit to an emergency 

department within 30 days of an earlier visit or hospitalization (34.5% vs. 

19.6%). 

 More than 3x more likely to be readmitted to hospital within 30 days of 

their initial discharge (7.4% vs. 2.3%). 

 6.5x more likely to have at least one alternate level of care day in hospital 

(the need to remain in hospital despite being well enough for discharge; 

4.6% vs. 0.7%). 
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(Lin et al, 2013. Addressing Gaps in the Health Care 
Services Used by Adults with IDD. Report)



Errors in execution
 Adverse effects of long-term medication use (e.g., antipsychotics)

 Multiple medications and polypharmacy (> 5 medications)

 Inappropriate use and high rates of psychotropic medications for 

behaviours that challenge

(Lunsky Y, et al., Toronto, ON: ICES, 2013)
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Costly
 Among adults with IDD, 36% had annual health care expenditures greater 

than $2610 CAD in 2009-10 (top decile of all Ontario adults under 65).

 Adults with IDD are nearly 4 times as likely to incur high annual health 

care costs than those without IDD.

 Greatest health care expenses are due to hospitalizations, especially 

psychiatric hospitalizations, continuing care/rehabilitation costs and 

medication costs.

(Lunsky et al. JIDR, Nov 2018)
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Knowledge 

into practice



Practice tools
Point-of-care tools

FAQs

Health Watch Tables

Monitoring tools

Patient-engagement tools
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ddprimarycare.surreyplace.ca
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COVID-19 RESPONSE
Seeing the gaps
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Emerging issues
 The right to accommodation

 Virtual primary care and e-health

 The role of caregivers

 Supported healthcare decision-making

 Mental health and behaviours that challenge

 Aging and end-of life care

 Determinants of health
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FORWARD TOGETHER…
Addressing the gaps



Within a (complex) system of care
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“In COVID-19, the communities I work with have 
faced greater hardship than most. This infectious 
disease pandemic, placed on top of the 
longstanding social pandemic, has created what is 
termed a syndemic – a synergistic pandemic – in 
which the spark of COVID has ignited the 
tinderbox of social inequity built into the 
structures, policies and institutions of our society”. 



Recommendations
 Strengthen social support programs to provide a foundation for 

health. 

 Collect data to make social pandemics visible.

 Empower those who have been most impacted by adverse 

social conditions to lead these changes.

31



Within a (complex) system of care
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Healthcare providers

Barriers
 IDD specific knowledge

 Integration of tools in EMRs

 Communication

 Incentives

 Complexity

 Attitude
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Lived experience

Barriers
 Time

 Communication

 Inclusion in decision-making

 Waiting times

 Trust and fears

 Environment
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Caregivers and staff

Barriers
 Awareness

 Training

 Mandates

 ………
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The DDPCP aims to further
 Educate

 Engage

 Enhance

 Evaluate
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Conclusion
 Evidence does not change practice, people change practice

 Active dissemination and implementation strategies are needed to 

change behaviours of primary care providers, caregivers, & patients

 DDPCP collaborates with stakeholders, across sectors and 

disciplines, to increase the uptake of evidence-based guidelines and 

tools, to

 Improve the health outcomes and health services use for adults 

with intellectual and developmental disabilities in Ontario
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Contact us 

@SurreyPlaceON

ddprimarycare.surreyplace.ca

ddpcp@surreyplace.ca

Heidi.Diepstra@surreyplace.ca
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